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WHO ARE WE?

NIH

NLM

NN/LM

What’s the difference?



A B O U T  N N / L M



NN/LM PNR WEBPAGE FEATURES



BASIC INFORMATION regarding developmental 

disabilities



DEFINITION OF DEVELOPMENTAL 
DISABILITIES

CDC definition:

“Developmental disabilities are a group of conditions due to an impairment in 
physical, learning, language, or behavior areas. These conditions begin during the 

developmental period, may impact day-to-day functioning, and usually last throughout a 
person’s lifetime.”

CDC Developmental Disabilities section: http://www.cdc.gov/ncbddd/developmentaldisabilities/facts.html

http://www.cdc.gov/ncbddd/developmentaldisabilities/facts.html


CAUSES/ RISK FACTORS

Most conditions caused by complex mix of factors:

Genetic or chromosome abnormalities, causing conditions such as Down syndrome and 
Rett syndrome

Certain viral infections during pregnancy

Exposure of the mother or child to high levels of environmental toxins, such as lead

Parental health and behaviors (such as smoking and drinking) during pregnancy

Birth complications 

Preterm birth



WHO IS AFFECTED

All ethnic, racial and socioeconomic groups

1 in 6, or about 15% of U.S. children aged 3 through 17 years, have one or more 
developmental disabilities or delays (2006-2008 survey)



STATISTICS

The prevalence of any DD (1997–2008) - 13.87%

Prevalence of learning disabilities - 7.66%

Prevalence of attention deficit hyperactivity disorder 
(ADHD) - 6.69%

Prevalence of other developmental delay - 3.65% 

Prevalence of Autism - 0.47%



WHAT DOES THIS MEAN FOR 
INDIVIDUALS AND FAMILIES?

Limited access to treatment and services

Limited knowledge of and/or navigating social services, educational assistance, 
medical needs

Extra effort and time to advocate and assist 

Job limitations

Economic effects

Cultural, language, literacy factors have additional impact

Ethnic and racial disparities

Affects whole family



HEALTH DISPARITIES

Access to services

Healthcare costs

Knowledge/understanding basics of health

Knowledge/understanding of treatments, procedures, aftercare

Less advocacy

Knowledge/understanding by health care industry

Fewer options

More complex care 

Medicaid 

Less research available



PROGRESS NEEDED:

More awareness

More services

Better understanding of medical and social aspects 

Risk factors 

Early interventions

Assistance to families and individuals

Acceptance in schools, employers, businesses, and society 
in general



EVALUATING WEBSITES ABCs of website evaluation



EVALUATING WEBSITES

Accuracy
 Based on sound medical research?

Can information be verified?

Authority
Credentials of author

Contact information

Domain name: .edu, .org, .gov Versus .com, .net

Bias/Objectivity
Advertising?

 Sponsoring institution: pharmaceutical company? Non-profit?

Currency
 Last updated?

 Links work?

Coverage
 Information complete?

Are sources provided?



EVALUATING WEBSITES



MEDLINEPLUS
HTTPS://WWW.NLM.NIH.GOV/MEDLINEPLUS/

MedlinePlus home page Spanish version of MedlinePlus

https://www.nlm.nih.gov/medlineplus/


LOCATING INFORMATION 
USING NLM RESOURCES

and other resources



NLM RESOURCES
MedlinePlus Genetics Home Reference



NIH EUNICE KENNEDY SHRIVER NATIONAL INSTITUTE 
OF CHILD HEALTH & HUMAN DEVELOPMENT (NICHD)

Eunice Kennedy Shriver National Institute of Child Health and Human Development 



NIH NATIONAL INSTITUTE OF ARTHRITIS & 
MUSCULOSKELETAL & SKIN DISEASES (NIAMS)

National Institute of Arthritis and Musculoskeletal and Skin Diseases 



NIH NATIONAL INSTITUTE OF NEUROLOGICAL 
DISORDERS AND STROKE (NINDS)

National Institute of Neurological Disorders and Stroke



KIDSHEALTH.ORG

Kidshealth.org

Turner syndrome page



ACL.GOV

acl.gov

Help and resources page



DISABILITY.GOV

Disability.gov

Transportation link



CDC

Centers for Disease Control

Free materials



NORD



DRUG INFORMATION



DRUG INFORMATION

Medlineplus drug information

Sertraline



DRUG INFORMATION PORTAL

Drug Information Portal

Sertraline result in Drug Information Portal



NLM 

NLM list of drug resources



NIH NATIONAL CENTER FOR COMPLIMENTARY 
AND INTEGRATIVE HEALTH (NCCIH)

National Center for Complementary and Integrative Health Melatonin web page from NCCIH



MULTIPLE LANGUAGE MATERIALS



MEDLINEPLUS MULTIPLE LANGUAGES

Health information by language

Health information by topic



OTHER LANGUAGES

NLM Health Reach website of health information in other languages Scrolling to footer of home web page of Health Reach



NIH

NIH Eunice Kennedy Shriver National Institute of Child Health and Human 
Development

NIH National Institute of Neurological 
Disorders and Stroke



KIDSHEALTH.ORG

KidsHealth.org Turner Syndrome page



OTHER MULTI-LINGUAL LINKS



CONCERNS AND ISSUES to consider



HEALTH NEEDS

Comorbidity or dual diagnosis

Dental Health

Mental Health

Nutrition/diet

Locating an experienced physician

Insurance

Medical Home



HEALTH NEEDS- MEDLINEPLUS



RESOURCES BEYOND NLM/NIH

http://www.thearc.org/
http://www.thearc.org/
http://www.familyvoices.org/
http://www.familyvoices.org/
http://www.cdc.gov/family/specialneeds/
http://www.cdc.gov/family/specialneeds/


DENTAL HEALTH- INSUREKIDSNOW.GOV



DENTAL HEALTH- NIH NIDCR



FINDING A DENTIST



LOCATING A PHYSICIAN



MENTAL HEALTH



MENTAL HEALTH- FAMILY VOICES



HEALTHY LIVING



MEDICAID 

Medicaid waiver



INSURANCE- HEALTHCARE.GOV



INSURANCE- EXCEPTIONAL LIVES



MEDICAL HOME- AHRQ



MEDICAL HOME- AAP



CAREGIVERS

Almost half are over age 50

1/3 fair to poor health

Caregiving causes heavy emotional, physical and financial toll

Experience conflicting emotions

22% caregivers taking care of 2 

8% caregivers taking care of 3 or more

Administration on Aging, National Family Caregiver Support Program http://www.aoa.acl.gov/AoA_Programs/HCLTC/Caregiver/ 

http://www.aoa.acl.gov/AoA_Programs/HCLTC/Caregiver/


CAREGIVER- BENEFITS

Find meaning or sense of purpose

Coping mechanism

Personal satisfaction

Increased confidence

Increased family bond

Increased health



CAREGIVER- CHALLENGES

Financial burdens

Physical challenges

Emotional needs

Employment factors

Isolation 



CAREGIVERS- MEDLINEPLUS



NLM 4 CAREGIVERS

NLM4Cargivers website NLM 4 Caregivers handout



CAREGIVER SUPPORT

http://www.cdc.gov/family/specialneeds/
http://www.cdc.gov/family/specialneeds/
http://www.thearc.org/
http://www.thearc.org/
http://caringforthecaregiver.org/
http://caringforthecaregiver.org/
https://www.caregiver.org/
https://www.caregiver.org/
http://www.familyvoices.org/
http://www.familyvoices.org/
http://archrespite.org/
http://archrespite.org/
http://caregiveraction.org/
http://caregiveraction.org/
https://www.siblingsupport.org/
https://www.siblingsupport.org/


INTERACTING Language and Etiquette



INTERACTING- CDC

CDC inclusive language guide



INTERACTING- NATIONAL CENTER ON DISABILITY 
AND JOURNALISM

National Center on Disability and Journalism disability language page



DISABILITY ETIQUETTE- TIPS 

 Online book on disability etiquette



PROGRAMS AND SERVICES ideas for libraries



PROGRAM/SERVICE IDEAS

Medical issues specific to specific developmental disabilities

Mental health, dental health 

Exercise and nutrition

Parenting 

Education

Transitioning to adulthood

Sexuality

Clinical trials

Medicaid waiver, insurance, and power of attorney, guardianship

Caretaker care, family care, sibling care

Programs focused on specific awareness months 

You don’t have to be the expert!

Collaborate!



LOCATION CONSIDERATIONS

Visible location

Parking

Ground level and/or elevators

Location accessibility, ADA compliant

Near public transportation

Consider a separate supervised area for kids

Be aware of visual, hearing, mobility needs

Computers / Internet access needed?



OTHER FACTORS TO CONSIDER 

Cultural / religious sensitivity

Health literacy: use plain language, don’t rush

Sensitive to time, may need to have very short session with most important information first

Translators needed?

Enough staff?

Offer sessions to accommodate various work shifts

Provide basic handouts

Offer to be available after the session for specific questions

Not too much information



ACCESSIBILITY INTEREST GROUP (AIG)



QUESTIONS
Carolyn Martin, MLS, AHIP

Consumer Health Coordinator

NN/LM Pacific Northwest Region 

http://nnlm.gov/pnr 

martinc4@uw.edu

http://nnlm.gov/pnr

